Introduction: Felt needs of primary caregivers of adolescents with intellectual disabilities (AWID) with regard to sexuality issues has been an under researched area. The present study aimed to develop scientific knowledge in this area. This study gave a better insight into the less spoken area of sexuality among adolescents with intellectual disability, especially in the Indian context. Methodology: An exploratory design was adopted for this study which involved analysing the review of the literature, 20 unstructured interviews, 35 structured individual interviews, 10 key person interviews and 4 focus group discussions with 16 participants. Result: The specific concerns of parents with regard to educating sexuality issues of their Intellectually Disabled adolescents were identified. Conclusion: The findings emphasised the need for adequate knowledge attitude and practice among the parents in order to deal with the sexuality issues of adolescents with intellectual disability. This also laid the base for developing suitable tools and intervention program for this population.
Introduction
The sexuality of people with intellectual disability especially during adolescence has still been an under researched area, especially in the Indian context. The issues faced by the primary caregivers (referred to as parents in the current study) are often not explored or intervened unless there are inevitable psychosocial reasons due to which they are constrained to talk about it to a mental health professional. Most of these problems can be traced back to their sexual development during childhood and adolescence which are not paid attention to at the right time. Parents often seek help when the behaviour gets out of hand or unmanageable. Most of the parents attending the mental health service express their inability to understand sexuality of their adolescent with intellectual disability and ways to define normal and deviant sexual behaviours. Also, there is difficulty in accepting the diagnosis of intellectual disability. The social stigma associated with Intellectual Disability is a high-stress factor in itself. An adolescent with an intellectual disability, like any other adolescent, is capable of having sexual feelings. However, this is often not acknowledged or supported by the care givers. While an adolescent with intellectual disability may present to the mental health service with multiple issues, it is important to assess and include sexuality as one of these needs.
Individuals with intellectual disability are dependent on their parents for most of their lives. Hence they are indispensable when it comes to working with them. The needs of the families having a child with an intellectual disability are very complex and call for developing support programs for these families. [1] It is very important for mental health professionals and sex educators to work closely with the primary caregivers of persons with intellectual disability for their intervention to be successful. [2] Needs of parents of children with intellectual disability have been studied by a number of researchers. They have been found to be very complex and hence call for developing support programs for these families. [1] They are also unique to every person and family. [3] It has been noted that parents who expressed more needs unrelated to their children were the ones who reported more issues in terms of lack of time or energy to follow up on the interventions advised to them. [4] Hence understanding the needs of the families is very important to ensure effective interventions and follow up. It is always beneficial to address what the family needs at the outset before planning the management strategies for the child. [5] Eastgate et al. [6] had focussed group discussions among parents of individuals with intellectual disability. The major themes that emerged during the discussions included views on sexuality and intellectual disability, consent and legal issues, relationships, sexual knowledge and education, disempowerment, exploitation and abuse, sexual health and parenting.
The needs and goals for families with children with intellectual disability have been often determined by the professionals. Very few attempts have been made to understand the issue from the family's perspective and provide a need based intervention. This can be really counterproductive especially with regard to very sensitive issues like sex and sexuality. There have been studies which show that parents have an understanding of the child's problems and are able to identify their specific needs with regard to child rearing. [1] Needs expressed by the parents of the children with intellectual disability include: psychoeducation on diagnosis and management, support services available in their community in terms of day care, respite care and training, setting future goals, [7] vocational concerns, [8] support from other parents, [1] education, training, improving child's communication, better understanding of their child's legal rights. [9] A few research studies have focussed mainly on other family members viz: siblings, grandparents rather than the parents of individuals with intellectual disability. Most of these studies focus on the attitudes towards the intellectually disabled child and the impact of family support on parental stress. [10, 11, 12, 13] There have been various studies in India which try to understand the felt needs of the parents of intellectually disabled individuals. The impact of having an offspring with intellectual disability on the parents was studied by Seshadri et al., [14] Sequiera et al. [15] and Tangri and Verma. [16] There were also studies on treatment seeking behaviour of parents, [17] consumer demand for services by parents [7] and a conceptual framework for parent needs. [18] Rao (2008) [3] found that needs of the parents with children with intellectual disability varied between persons and also families. Parents have difficulties in managing the physical and financial demands of the intellectually disabled children which are often accompanied by problems related to loss of social support, compromising their careers and significant health issues. [19] Accommodation, respite, day programs and therapy are often prioritised by the families of persons with intellectual disability and the issues related to sexuality and relationships are not usually identified. [20] For caregivers of persons with intellectual disability psychosocial issues and access to services are the major focus of concern and take priority over sexuality and relationship issues of their ward.
In a recent study done by Sahay et al., [21] the needs of parents of children with intellectual disability were examined under seven domains namely-family, social and professional support, information and financial needs, child care, community services and explaining to others. Though this study focused on needs, it did not specifically address the sexuality issues.
Analysing information from the available research literature on assessing needs of families having individuals with intellectual disability [4] the following is strongly indicated: (i)If the needs are not met, this might interfere with the families adhering to the treatment regimen and benefit from the therapy.(ii) Unmet needs are positively correlated emotional and physical problems faced by the families. (iii) if there are more needs expressed by the families that are unrelated to the child, there is a high possibility of them reporting the lack of time, energy and resources to follow up with the interventions. (iv) Efforts to identify the felt needs of the families should precede professionally prescribed interventions.
Various psychosocial factors have been reported to impact the attitude of parents towards the sexuality issues of individuals with intellectual disability. These include personal characteristics such as age, educational attainment, [22] socio-economic status, and religion, the target of the attitude, [23, 24] the gender, age and level of functioning of the offspring. [25] The attitudes and perceptions also varied depending on the socio-cultural environment. [26] The sexuality of individuals with an intellectual disability is a highly challenging and sensitive subject, especially for caregivers. [27] Over the years there has been a gradual shift in the attitude of the society toward people with intellectual disability from being considered as 'asexual' or 'oversexed' to them as sexual beings and having sexual needs and rights. [28] However, caregivers tend to have a restrictive attitude toward their children with intellectual disability expressing their sexuality. [29, 30] Sexuality is one of 15 areas assessed using the NIMH Family Needs Schedule (parents version). This is an integral part of the NIMH need based family intervention model. [31] This model emphasises on having a good understanding of the health condition, behaviour issues, parental attitude towards sexuality and psychosocial background before undertaking any intervention in the area of sexuality issues of persons with intellectual disability.
A review of the literature, especially in India shows that there is a dearth of studies in this area. There is very less scientific information about the felt needs of parents with regard to the sexuality of adolescents with intellectual disability. The studies reviewed either focus on children or adults with intellectual disability. Most of the studies both Indian and Western regarding sexuality issues among persons with intellectual disability have been done among the adult sample.
This study aimed at understanding the felt needs of parents with regard to the sexuality of adolescents with intellectual disability. It involved analysing the review of the literature, unstructured interviews, structured individual interviews, key person interviews and focus group discussions. The main intention of this study was to lay the foundation for developing, implementing and evaluating an intervention program for the parents based on their felt needs and also to generate awareness regarding sexuality issues of adolescents with intellectual disability.
Materials and Method
An exploratory design was adopted for this study. At the outset, the researcher had informal unstructured interviews with 40 parents of adolescents (aged between 10 to 20 years) with intellectual disability attending the outpatient department in the Child and Adolescent Psychiatry Unit at NIMHANS in order to get a first-hand knowledge and experience into the felt needs of the parents with regard to the sexuality issues of adolescents with intellectual disability. Based on this experiences the researcher prepared an Individual Interview Schedule for Parents (Appendix-A), Guidelines for Key Person Interview (Appendix-B) and Guidelines for the Focus Group Discussion (Appendix-C) in order to have structured and focussed interactions with the respondents. Then she interviewed another set of 35 parents of adolescents with intellectual disability individually during three months' (between July-September), who had come for consultation or follow up in Out Patient Department of Child and Adolescent Psychiatry Unit, NIMHANS. A semi structured interview schedule constructed by the researcher was used for this purpose. The schedule consisted of 17 questions, both open-ended and closedended. The key persons interviewed comprised of five special educators, two psychiatric social workers, two Child and Adolescent Psychiatrists and one clinical psychologist who were experts in this field and had an experience working with the population with intellectual disability and their parents.
Out of the 35 who were interviewed individually, 16 agreed to participate in the focused group discussion. Four focused group discussions were conducted with four participants in each group. The researcher also conducted key person interview among ten professionals who had years of experience and expertise in dealing with the problems of parents of adolescents with intellectual disability.
Results
As the study is exploratory and qualitative in nature, the data collected is at nominal and ordinal level. Hence the statistics used were descriptive. Following were the main findings of the study. All the parents (100%) of the adolescent girls with intellectual disability were concerned about sexual abuse (100%) and personal safety of their daughters. Other concerns shared by the parents regarding the sexuality and related issues of the adolescent girls with intellectual disability were modestly (79%), menstrual care/ hygiene (63.2%) and socialization (57.9%). Aggression (42.1%), self-care (31.6%) and marriage (26.3%) were also reported by the parents as areas of concern. All the parents (100%) had concerns about the future in terms of the adolescent's sexuality. Majority of the parents (94.3%) were never provided with any instructions regarding sexuality issues. 94.3% of the parents felt that sexuality education was solely the responsibility of the family whereas only 5.7% felt that this was a shared responsibility of the family and the school. The ideal age to start sex education was during adolescence as per 71.4% of the parents whereas 20% opined that it should be done as and when the need arises and only (8.6%) said that it should be started at early childhood.
Individual Interviews

Key Person Interviews
The following were the main issues derived from the key person interviews: 
Focus Group Discussions
A total of four focused group discussions were conducted. Group one consisted of three mothers and one father, group two consisted of four mothers, group three and group four consisted of two mothers and two fathers each. In total mothers of six adolescent boys and five adolescent girls with intellectual disability and fathers of four adolescent boys and one adolescent girl with intellectual disability were a part of the focus group discussions.
Themes Derived from Focus Group Discussion Transcripts
Discussions with the parents revealed the following concerns which pertained to the area under study: 
Discussion
The analysis of literature revealed that there is a scarcity of literature in the Indian context and worldwide. The needs assessment was carried out for the main purpose of understanding the felt needs of the parents with regard to issues of sexuality among adolescents with intellectual disability and their perspective of how it impacted their lives.
It was noted that there were differences in the needs expressed by parents of girls and boys with intellectual disability. Similar findings have been noted by other studies. [32, 33] All the parents were concerned about sexual abuse and personal safety of their daughters its corroborated with previous findings. All the parents had concerns about the future in terms of the child's sexuality. This finding is on par with other studies where parents of individuals with intellectual disability are reported to be highly concerned regarding their child's sexuality issues. They have been showing high levels of anxiety and fear around their child's sexual ignorance which is a risk factor for sexual exploitation and inappropriate sexual behaviour. [33] A vast majority of the parents (94.3%) were never provided with any information regarding sexuality issues. This is supported by the study done by Karellou parents were reluctant to share information regarding sexuality to children as they themselves have misconceptions and fear that children may show erratic thoughts and behaviours that could be difficult to handle. Hence it is understandable to see only a small numbers of parents discussing such matters with their children with intellectual disability in the past. But there are other studies which contradict this by saying that parents have favourable attitudes toward sex education for their children with intellectual disability as they believe it would ensure safety against sexual abuse. [24] Most of the parents (94.3%) felt that sex education was solely the responsibility of the family whereas the rest 5.7% felt that this was a shared responsibility of the family and the school. On par with the above findings of the present study, it has been seen that parents, community leaders, educators and teens may find themselves at odds over information and attitudes they consider appropriate. Parents and health care professionals are often pessimistic regarding the potential of children with disabilities to enjoy intimacy and sexuality in their relationships. People with disabilities are often erroneously regarded as childlike, asexual, and in need of protection. Conversely, they may be viewed as inappropriate for sex or as having uncontrollable urges. [34] McCabe [35] found that negative attitudes of caregivers toward the sexuality of individuals with intellectual disability invariably lead to the unmet need for sexual knowledge among these individuals. It was also observed that most of the sex education programs for individuals were focussed on providing information. Often, it was not based on their specific needs and there was no mechanism for evaluating the effectiveness of these programs. Parents generally have more conservative views regarding sexuality issues of their children with intellectual disability compared to support workers. [36] Younger parents tend to be less conservative in this regard. [37] Adults with an intellectual disability are likely to get confused due to these differences in views. The sexuality of persons with intellectual disability is often linked with a sense of danger and the need to restrict or contain it and is not generally considered as something that needs to be nurtured [38] . Previous studies have found that parents have a favourable attitude towards providing sex education to their children with intellectual disability [23] . One of the major concerns shared by the parents was fear of sexual abuse. Caregivers report significant issues with regard to sexual knowledge, relationship skills and self-protection skills, which is on par with previous findings, [39, 40, 41, 6] . Also, there was limited exposure of the persons with intellectual disability to potential relationship situations [42, 40] and inadequate social skills training. [43] In this study, it has been reported that adolescence as ideal age for sex education 71.4% and 20% opinioned it is need based only 8.6% of parents have reported starting sex education in early childhood. This goes in line with a study by Tsutsumi [44] in which it was observed that according to 67% teachers and 48% parents, the adequate age was between 11 and 16 years.
In the present study, it was observed that almost all the parents thought about sex education only when they observed any undesirable sexual behaviour in the intellectually disabled, especially during adolescence. Till then they do not bother about the sexuality issues of the adolescent with intellectual disability. It has been studied that caregivers have reported having poor understanding regarding their children with intellectual disability in the areas of sexually transmitted infections, sexual health, safer sex practices legal issues and contraception [45] . Issues related to sex and sexuality generates discomfort among the parents. [46, 6] The process of the study and the experience gained was equally important as the information gathered from the respondents. It was encouraging to see the respondents expressing their apprehensions toward this sensitive topic. The impact of engaging them in a therapeutic professional relationship was also seen. Development of Individual Interview Schedule for Parents, Guidelines for Key Person Interview and Guidelines for the Focus Group Discussion in order to understand the felt needs of the parents with regard to the sexuality issues of adolescents with intellectual disability can be seen as a significant contribution to the present study. The respondents were provided psychosocial interventions for the problems faced along with scientific knowledge regarding the sexuality of persons with intellectual disability.
Conclusion
This study contributed to the growing evidence based knowledge about the felt needs of the parents with regard to the sexuality of the adolescents with intellectual disability. As sexuality is generally dealt only on a crisis level by the parents in the Indian context, such a study is helpful in taking a developmental and prevention approach in this area. This is a very sensitive area where the respondents had to be provided with scientific knowledge and constant support and reassurance throughout the process. The findings emphasised the need for adequate knowledge attitude and practice among the parents in order to deal with the sexuality issues of adolescents with intellectual disability. This also laid the base for developing suitable tools and intervention program for this population.
Limitations of the Study
Though this study is a pioneering effort in understanding needs of parents with regard to the sexuality issues of adolescents with intellectual disability, it does have some limitations. Firstly, the number of participants is limited and hence it is not generalized. Secondly, the researcher had to take the response based on face value. Most of the participants had met the researcher only once or twice. This gave very little opportunity to establish a good rapport. So there might be a lot of information that would have been missed out because of that. Thirdly, the participants who agreed to participate in the study might have had more flexible attitudes toward sexuality of individuals with intellectual disability than those who declined to participate. There are shortcomings with regard to the methodology employed to ensure equal representations in terms of socio economic background and psychosocial factors. For example, the majority of the respondents were mothers. This is a common difficulty faced by researchers as fathers and other caregivers are underrepresented. This might be due to family structure in India and similar cultures where child rearing is considered as women's role. [25] Further replication of this study in a larger sample that has a good rapport with the researcher is recommended. Also, a comparative study between parents and also between States would throw more light into this sensitive area. This study was done as an initial phase of the Doctoral study done by the researcher.
